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As never before, the nenbers of this subdivision need to
take a | eadership role in defending the rights of nentally

retarded persons. In recent weeks, you have received mailings
fromPresident Carl Haywood stressing the need for |egislative
advocacy with menbers of Congress. | would only reaffirmthe

urgency of such continuing action, if we are, anong ot her
goal s, tot

1 Preserve hard-won statutory principles of non-discrim
ination and related entitlenents to services, such as
speci al education and | east restrictive care, entitlenments
whi ch nust survive even these periods of budgetary
constriction;

2. Defend the Legal Services Corporation, the Protection
and Advocacy Systens, and ot her public advocacy prograns
agai nst abolition or crippling cuts. These and |ike
resources are critical to anmplifying the voi ces of
nentally retarded persons and hel pi ng t hese i ndivi dual s
to safeguard their rights.

Rud Turnbull, one of our nmenbers who previously served as
chai rperson of this subdivision, has witten a conci se and
conpel I i ng paper on the hazards of block grants and a wani ng
federal role, entitled "The Cisis in Mental Retardation.” Wth
his permssion, | amsharing a copy with you. As he quite
correctly explains, the "current debate about the budget, is not
the crisis, only synptomatic of it."

The recent decision of the United States Suprene Court in
Pennhurst State School & Hospital v. Hal derman, (no. 79-1404,
April 20, 1981) is another "rem nder that even preserving
existing statutory rights is not necessarily enough. Wiile this
l egally narrow opinion only dealt with the Devel opnent al
Disabilities Act, it seens to invite Congress to reaffirm wth
even greater precision, its intention to confer the statutory
right to treatnment and habilitation in the |least restrictive
environnment.. It is also Inportant to be clear as to the nany
i ssues the Suprenme Court did not. decide; including the federal
constitutional, Section 504, and state statutory ground for
supporting the legally enforceable right to such habilitation.

By now, it should be apparent that the Annual Meeting
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in Detroit (May 25-29, 1981) occurs at a critical juncture. Its
t hene, "A Decade of Change: PromR ghts to Realities," reflects
the | egal process subdivision's concerns and |lead. In addition
to thepl enary session organi zed by our subdivision on the "Legal
R ghts of Persons with Mental Retardation,”" other outstandi ng
presenters will be exploring such topics as the nmeani ng of the
Pennhur st case, recent Congressional and Federal Executive

devel opnents, the lawer's role for retarded clients, problens
of investigating abuse neglect, newdirections in litigation,
the nmentally retarded offender, confidentiality probl ens of

i nformed consent, the advocacy process in special education, and
the roles of social workers in court proceedi ngs. Menbers of the
Legal Process Subdivision are also invited to gather for an

informal [uncheon and neeting on May 27th. In short, there is
much information to exchange, many coalitions to strengthen, and
personal and professional relationships to renew. | | ook

forward to nmeeting nmany of you in Detroit,

May | add an author's query: AAMD several years ago
publ i shed an official position paper encouragi ng the devel oprent
of human rights conmttees. | would wel come any conments or
your views of the roles and limtations of such conmttees, and
whet her any updating of the AAMD position on this subject is
necessary or desirable.

Areri cans have been | eaders in the world-w de struggle for
the rights of disabled persons. It seens especially ironic that
in 1981, the International Year of D sabled Persons, our
CGovernnment rust be restrained fromits Geat Leap Backward.

Pl ease do whatever you can to rai se your voice, and to urge your
friends to speak out in order to keep this country from
sagrificing the rights and interests of its nost vul nerable
citizens.



"The Crisis in Mental Retardation”

By

H. Rutherford Turnbull, [l Chairman,
Department of Special Education The
University of Kansas .
a
Young Adult Institute, Conference on Handicapped People New
York N.Y., April 10, 1981

"I deas are inherently dangerous because they deny human facts."
John Fowl es, The Ehony Tower.

_ A crisis of major proportions |ooms before mentally handi capped people
in the wake of the Novneber, 1980, elections. The current debate about the
federal budget is not the crisis, only synptomatic of it. The true crisis
is not even the future relationship of the federal governnent to nentally
handi capped citizens. It is--one would have thought the issue is beyond
cavil —whether nental |y retarded citizens are expendabl e, whether the
benefits of this rich country should go only to the nost neritorious, where
merit equates with intelligence. The relationship is the pivot for the
real debate and, as such, worthy of our careful scrutiny. Indeed there is
no more propitious time than now to examne that relationship and its
prospects, To fail to do so would be to concede that the relationship is
Il conceived; it would be to acquiesce to the present Admnistration s
vindictive injustice, its attenpt to redefine it. | will analyze the
relationship and argue that it nust be maintained in the face of the
immediate frontal attack upon it. To permt an atrocious distortion of

that relationship, such as is now proposed, would be to jettison retarded
citizens fromthe comunity of humane peopl e.

~The federal -citizen relationship is a direct one. That this is sois
evi denced by four types of federal |aws, defining the relationship. First,
the federal governnent grants handicapped people rights to substantive
benefits, such as the rlght to an apﬁroprlate education (Education for Al

Handi capped Children Act) or the right to protection and services in insti-
gutlogs {gevelopnentally Di sabl ed Assistance and Bi || of Rights Act).
econd,

n%(ess enacts rights to be free fromdiscrimnation; Section 504
of the Rehabilitation Act (1973 Anendnents) typifies this right. Third, it
entitles handicapped citizens to certain benefits, as through severa
titles of the Social Security Act. Finally, Congress passes enforcement
Ieglslat|on, designed to enabl e handi capped citizens enforce their rights
under other |aw, good exagﬁ!es are the procedural safeguards of the Educa-
gloplforsgil Handi capped Children Act and the right-to-sue provisions of
ection 504.

~ There is a conpelling reason for the direct federal-citizen relation-
ship, a justification for the relationship enbodied in these types of |aws.
§p|te sinmply, it is that a handicap is a distinction that mkes a
difference in a person's life; it is a characteristic that not only
justifies but also requires a special relationship of the federal o
ﬂovernnent to handi capped citizens. Al too often, the handicapped citizen
as been denied an opportunity for education, enployment, comunity



residence, and other opportunities that nonhandi capped people take for
granted. And the denial has been occasioned solely by reason of the fact
that the person is handicapped. State and | ocal governments either have
not served these citizens at all or have served t en1on|K I nadequately
and, in inportant ways, unconstitutionally. To protect handicapped
citizens against discrimnation in these inportant areas of [ife, to give
thenlonortun|t|es for independence, it has been necessary for the ,
federal government to enter into a direct relationship with them Wre it
not for their handicaps and the ways it has burdened themin state-loca
governments' activities, they would not be able to lay such a conpelling
claimto the direct relationship. Because of their handicaps and a hitter
state-local history, the relationship nust be continued.

The Eresent relationship of the federal governnent to handi capped
peoHIe takes five different forms. First, in order to help them cope
with the extraordinary demands of handicaps, the federal governnent
PrOVIdeS direct assistance to handlcapped_peogle and their famlies as,

or exanPle, by the provisions of the Social Security Act granting
financial aid to disabled people, social services for needy handicapped
citizens, and nedical - care assistance to income-eligible disabled people.
Second, to discover ways of ameliorating or Preventlng handi caps, it
perforns a |eadership role in research, model program denonstration, and
training in areas of vital inportance to handicapped people; the Nationa
Institute of Health and the National Institute of Habilitation Research
are but two exanples of this role. Third, the federal government induces
and assists states in adopting and maintaining such essential cost-effec-
tive and humane state-local services as education, vocational training,
and institutional and community hou3|n?. Next, the federal government
assures handlcaFPed people that they will have rights to services; the
Education for All Handi capped Children Act and the Devel opnental |y Dis-
abl ed Assistance and Bill of Rights Act illustrate this role. Finally, it
assures handi capped people that they will have the neans to acquire and
enJoY their rights; to this end, Congress has established and funded the
Legal Services Corporation and, under the DD Assistance and Bil | of
Rights Act, the "Frotectlon and advocacy" systems and state planning
councils for devel opmental Iy disabled citizens.

~Shoul d the unique d|rept.relathnsh|€ between the federal governnent
and its mentally disabled citizens will be allowed to continue? In its
omi vorous appetite for sinplicity, its constitutional intolerance for
conplex|tY, the present Adninistration proposes to change the relationship
dramatically. In essence, it would substitute "block grants" for "cate-
gorical grants" to state and local governments in the follow ng areas:
education, social services, health, preventive health, and energz and
emergency assistance. To put it another way, federal programs that
directly and indirectly benefit mentally disabled citizens would be

consol idated with each other and with programs for other citizens, and
federal financial assistance, presently required to be spent for retarded
peopl e, woul d be spent on themonly in the unlimted discretion of state
and | ocal governments

The Admnistration favors block grants because they purportedly wll
1) reduce the costs of admnistering federal, state, and | ocal prograns;
2) reduce the burdens of regulation; and 3) increase the flexibility
available to state and |ocal governments in serving, or not



serving, retarded and other handicapped citizens. There is, however

another way of looking at block grants, particularly if one's major concern
is with the life-time status of retarded citizens. A careful analysis of

Ehese platitudes will show themto be as barren for retarded citizens as a
esert.

A hal I mark of block grants is the unfettered discretion they give to
state and local governments to spend none, some, or all of the federal money
on retarded and other handicapped citizens. Gven that retarded citizens
are a mnority of relatively powerless handi capped people, they have no
assurances that they would receive the benefit of any federal funds. This
BrosEect is made more real because, under the education and social services

lock grants, their present rights to service (e“%“,.under_Educatlon for All
Handi capped Children Act and Devel opmental Disabilities Bill of Rights Act)
woul d be repeal ed. Wthout r|ghts to service, they will have no |everage to
require any federally financed services

~ (1) Tt isnot justifiable to approach admnistrative costs-savings

bY I mposing unacceptahl e consequences on retarded citizens. Nor is it
clear that admnistrative costs would be substantially reduced by block
grants. Block grants wi Il not assure increased state and |ocal government
efficiency; indeed many administrative costs are incurred solely because
of state and local requlations, not federal ones. Federally financed
Prograns still will have to be admnistered; the Flann|ng and coordinating

unctions of state DD planning councils still will be required. Unlike
present federal categorical -grant |aws, block grants will not impose a
celling on admnistrative costs; there will be no assurances that more
money wil| be spent for direct-service purposes. And, even if one assumes
a 10%admnistrative cost saving, the reduction of federal aid by 25%
coupled with an inflation rate of nearly 10% will result in 25%]ess mney
for direct services.

(2) Under the pretense of "reducing requlatory burdens," block

?rants actual l'y repeal retarded citizens' federally assured rights to

ederal Iy financed services. For example, the education block grant
wi |l repeal the Education for All Han |capFed Children Act, P.L. 94-142;
the social services block grant will repeal the DeveloEnEntal Di sabilities
Bill of Rights, the protection and advocacy systems, the Legal Services
Corporation, and the ICF-MR program These rights and their implementing
requl ations are necessary because they enabl e retarded citizens and their
representatives to cure the default of state and |ocal governments to
serve themat all or serve themadequately; they imlement retarded
citizens' federal constitutional rights; and they set professionally
sound standards for state and local governments.

(3) The claimthat block grants will grant state and |oca
governments increased flexibility undoubtedly is true. But with such
expansive flexibility, state and local governments can chose not to
serve retarded people at all or at dimnished [evels; they can s ubsti
tute federal money for state and local money, thereby reducing the
overal| level of services for retarded citizens; and they can shift the
taxing responsibility to local governments. To do this is to incur
the Iikelihood of a Proposition 13 response; this in turn would be to



the detriment of retarded and all other dependent citizens, including many
nonhandicapped ones, and to the likely detriment of members of Congress
who endorse—and will come to rue—the shift of responsibility. The voters
cannot be so easily fooled.

More dramatic, however, would be the irresponsible overall effect of
block grants, as presently proposed, on mentally retarded citizens. Unless
the block grant concept is abandoned or substantially modified, it will
cause intolerable adversities for these citizens and their families. In
fact, block grant proposals are nothing less than a frontal assault on the
network of services that constitutes the only guarantee that retarded
citizens will not be consigned to lives of unwarranted and unnecessary
indignity, frustration, nonproductivity, and dependency.

Preventive services—prenatal care, maternal and child health,
elimination of lead-based paint causes of retardation, and genetic disease
counselling—will be consolidated into a health block grant.

The education block grants will, among other things, consolidate early
childhood programs; repeal the Education for All Handicapped Children Act
(P.L. 94-142); repeal the federal education assistance to institutionalized
children (P.L. 89-313); target education money only for severely
handicapped children; and fold in teacher training programs of national
significance. These grants will jeopardize and, in some instances,
completely abolish the basic right of retarded children to an appropriate
public education.

The social services block grant will repeal the Developmentally
Disabled Assistance and Bill of Rights Act, the Rehabilitation Act, and
Title XX of the Social Security Act; it also will consolidate and make
discretionary such important programs as DD, child abuse, foster care and
adoption, and social and child welfare services and training. Its impact
will be catestrophic. Retarded people will lose their categorical
eligibility for certain essential, cost-effective programs (such as
vocational rehabilitation); they will have to compete—and probably
unsuccessful ly—for money that can all be spent for traditional day care,
foster care, and other services to the poor; they can expect no improve-
ment of any services they might receive because there will be no federal
focus on them alone; they may be deprived of such mandatory services as
protection and advocacy systems, which will become optional; they will lose
assurances to such essential programs as vocational rehabilitation, supple-
mental security income, social security disability payments, and repre-
sentation by the Legal Services Corporation because all of these programs
are marked for elimination; they may be deprived of the benefit of planned
services because the State Developmental Disabilities Councils may be
discontinued; they can expect that they will lose the protection of the
anti-discrimination regulations implementing Section 504 of the
Rehabilitation Act because the act is targeted for repeal; and they can
expect such newly authorized services as the subsidy for hard-to-place
children will never be launched.

By repealing rights-granting laws (e.g., Education for All Handi-
capped Children Act and Developmental Disabilities Assistance and Bill
of Rights Act); by making ICF-MR programs optional; and by withdrawing



mandates for protection and advocacy systems and authority for the Legal
Services Corporation, block grants make it unlikely that retarded citizens
will have any way to enforce their constitutional rights. For them,
that sturdy oak, the Constitution, would be whittled into a toothpick.

By making education and vocational training optional, block grants
remove any assurances of cost-effective training. They make it possible--
perhaps likely--that retarded citizens will be made more dependent and more
costly to care for.

By making the ICF-MR program optional, they make it possible for states
to avoid the life-safety and staff-resident ratio standards that make for
humane and constitutionally acceptable institutions and community-based
facilities. They also make it probable that states, facing the demands to
keep their large institutions, will deliver federal money into them, to the
exclusion of community-based programs; in short, they may put the brakes on
institutional reform and deinstitutionalization.

By putting personnel preparation and training money in the jurisdiction
of state educational and social service agencies, themselves consumers of
higher education, they make it difficult to expect that nationally
significant innovations in training and demonstration models will occur.

By subjecting preventive services to competition with direct services
for reduced federal money, they insure lower funding of prevention and, in
the long run, higher costs of care.

And by allowing states to abandon foster care, adoption, and child
abuse programs, they directly and immediately jeopardize the well being
of retarded children and their families.

Like most excesses of vogues, they overreach themselves; they are
anodynes whose potential to harm surpasses the likelihood they will tem-
porize our pain. These "consolidation programs" wholly vitiate the direct
relationship of the federal government to mentally disabled people. They
entirely disregard the fact that a mental handicap is a distinction that
makes a difference, that justifies a special relationship between the federal
government and retarded people. They blindly ignore two important facts of
history: many states never performed these services or performed them
inadequately. At the insistence of fanatical ideologues, they
overgenerously and incorrectly interpret the 1980 election results— there
was no mandate to repeal the special relationship to special citizens. With
unblemished chicanery, they attempt to sell a cruel hoax to states, local
governments, and the electorate—that fewer services will indeed satisfy
the interests of the citizenry.

In short, the health, education, and social services block grants
are apocalyptic for retarded citizens. If enacted, they would reverse
'vears of progress. They herald a return to purgatory, a revisiting of
bedlam, a renaissance of shameful dark ages in the lives of retarded
citizens.



